Abstract: The concept of end-of-life planning, along with medical and legal issues, has been discussed and has evolved over several years. The 1990 Patient Self-Determination Act and individual states' Department of Health Advance Directive forms helped overcome past problems. Patients with terminal and chronic illness are now able to have their wishes recognized for their future care. Any healthy individual's decision during an advance care planning (ACP) discussion can be adversely affected by various factors; however, multiple barriers-religion, culture, education, and family dynamics-can influence the process. Healthcare professionals' reluctance to initiate the conversation may result from limited training during medical school and residency programs. These limitations hinder both the initiation and productiveness of an ACP conversation. We explored ACP issues to provide guidance to healthcare professionals on how best to address this planning process with a healthy adult.
D
uring the past 50 years the concepts of end-of-life (EOL) planning and advance care planning (ACP) have evolved with the development of the medical document now known as an advance directive (AD). The National Institute on Aging believes that ACP should not be limited to old age. Medical circumstances can arise at any age where incapacitation occurs and a third party is needed to make medical decisions. An AD is a legal tool for planning ahead and letting others know your wishes. 1 Lack of an AD not only hinders the clinician's development of a comprehensive medical plan for an incapacitated patient, but it can also place a burden on family members resulting in discord which, in turn, can adversely affect critical decisions. In 1990 the concept of ACP received widespread attention from healthcare professionals and the US public with the passage of the Patient Self-Determination Act (PL 101-508). 2 This act enables an individual to establish a plan stipulating specific wishes for his or her future medical care. An EOL/ACP discussion is routine with older adults and people with terminal illness; however, often it has not been accepted as routine medical office conversation for non-older adults and those without disease. We explored the underutilization of ACP in the healthy population and the benefits of ACP when approached as a routine discussion.
Brief History of ACP
Historically, three cases stand out as indications of failure to initiate and complete the ACP discussion: those of Karen Ann Quinlan, Terri Schiavo, and Sunny von Bülow. All of the cases resulted in prolonged litigations and received extensive television, radio, and newspaper coverage.
Karen Ann Quinlan-In a landmark lawsuit in September 1975, with no hope that their daughter would recover, the Quinlan family requested that she die "with dignity" and asked that Karen Ann's respirator be discontinued. A suit was filed against the physicians who had refused the parents' request. A superior court judge in Morristown, New Jersey, denied the parents' request, but the decision was later reversed in an appeal to the New Jersey Supreme Court. 3, 4 Terri Schiavo-Terri Schiavo's husband wanted his wife's feeding tube removed, whereas her parents wanted it kept in place. At various times 19 different Florida state court judges considered the parents' requests on appeal in 6 state appellate courts. This case eventually involved the governor and Congress; a federal court ruled in favor of the husband.
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Sunny von Bülow-Claus von Bülow was accused of attempted murder by administering an overdose of insulin to his wife, Sunny. Two trials ensued and Sunny von Bülow's children maintained their mother on a respirator for 28 years. After von Bulow relinquished any claims to his wife's estate upon her demise, the children had the respirator removed. 8, 9 All of these cases had a lack of ACP and an abundance of family discord in common. During litigation, the medical teams were still responsible for medical care despite the discord with or within the families. The cases were pivotal to advocates of ACP.
The literature has used various terms and acronyms to describe the discussions and documents related to the advance planning/AD process which are listed in Table. Although most of these terms involve an individual's wishes for his or her future medical care, they are not synonymous. The Fig. illustrates the relations among the different types of ACP documents. EOL is identified as the conversation between an individual and his or her healthcare provider regarding future medical care, and the discussion text usually is documented in the medical notes. ACP also is a discussion on future medical management, and an AD is usually an indication that EOL and ACP discussions have taken place.
An AD document details the individual's wishes on future care and identifies the healthcare proxy's (HCP) agent and guides the medical team on any limitations for future medical care. An AD can be used for a healthy individual and for a person with a terminal/chronic disease because it directs the medical team as to the care desired during hospitalization in the event of an individual's incapacitation.
The living will identifies the individual's wishes for future medical care; however, it does not necessarily identify the agent to direct care in the event of incapacitation. The HCP specifically names the agent to direct care, but it may not specify the medical care desired.
Do not resuscitate (DNR), medical orders for life-sustaining treatment (MOLST), and physician's orders for life-sustaining treatment (POLST) are physician's orders put in place when a disease is deemed terminal and death will occur eventually. The patient may consider these options. The DNR is ordered by the doctor during hospitalization, and a MOLST/POLST contains the doctor's order, which is valid at the patient's home, a nursing facility, and during transport to a hospital setting. It describes the necessary palliative care and limitations of life-sustaining procedures.
Epidemiology and ACP/AD
Publications on EOL and ACP discussions relative to terminal diseases are extensive and their authors come from around the world. Studies on ACP in the healthy general population are not as considerable but have been published in Japan, Europe, and Canada. The study of 156 nonhospitalized patients in Tokyo by Akabayashi et al found that only 12 (7.7%) had written an AD. 10 A 2006 study of 418 Japanese adults between the ages of 40 and 65 found that only 10% had an AD. 11 Several years later, a national Japanese survey demonstrated that 69.7% of the public agreed with the concepts of AD, but only 3.2% had prepared a living will. 12 A retrospective study of 4396 individuals in 4 European countries examined EOL discussions and the identification of an HCP. The study demonstrated that EOL treatment was discussed between physician and patient 10%, 7%, 25%, and 47% of the time in Italy, Spain, Belgium, and the Netherlands, respectively. An HCP was identified in 6%, 5%, 16%, and 29% of conversations, respectively; however, the appointments were made mostly verbally. 13 In a German study, 25% of individuals reported that they had prepared an AD.
14 The study by van Wijmen and associates of 1394 adults in the Netherlands found that 95% of respondents did not have an AD and that 24% of the respondents were unfamiliar with the concept of an AD. 15 In 2015, O'Sullivan et al observed that many AD studies were small or restricted to older adults. This Canadian survey of 800 participants had a distribution from ages 18 to 80 years. Only 19.7% had written an AD, although 43.8% had participated in an ACP discussion and 4.3% of the discussions had occurred with family present. 16 In telephone interviews with members of the general population of the Canadian province of Alberta, Wilson et al found a participation rate of 21% of those contacted 17 ; in a 17 Teixeira et al reported that of 1021 Canadian participants studied, only 20% of respondents had written an ACP. 18 Pollack and colleagues focused on a Maryland population; this age-stratified random sample of 1195 adults was representative of the US population and the study found that only 34% of adults had an AD. 19 Rao and colleagues' study of 7946 adults reported that only 26.3% had completed an AD. 20 Moorman and Inoue reported results from their Internet survey of 1075 heterosexual married or cohabiting couples between 18 and 64 years, and an AD was completed for 28% of these couples. 21 A different aspect was noted by Klugman, who found that even when an AD existed, fewer than 21% of people with a completed AD had discussed their EOL wishes with their physician. 22, 23 The findings of Teixeira et al were similar: only 10% of patients had participated in ACP discussions with their healthcare provider. 18 Besides age and terminal illness, other factors influencing AD completion have been observed. Although whites exhibit a low percentage of enacting an AD, black and Hispanic rates were lower than those of whites. 20 Miles et al observed that those with better education and who were from wealthier socioeconomic groups were more likely to have an AD. 24 Rao et al found that ADs were found more frequently among those with a higher level of education; however, their study was a mail survey and the authors raised the possibility of selection bias. 20 Some studies found that women diagnosed as having a critical or terminal illness had a low number of completed ADs. [25] [26] [27] [28] Religious and cultural attitudes can influence discussions when EOL goals are being planned. Theological differences exist not only among different religions (eg, Christian, Jews, Muslims) but also within faiths (eg, Roman Catholics, Lutherans, Methodists, Orthodox Jews, Conservative Jews, Shiites, Sunni); this can affect ACP and EOL care. [29] [30] [31] [32] [33] [34] [35] It is beyond the scope of this article to address in depth the various religions and ethnic groups residing in the United States; however, common ground exists for these religions that share in the belief of the sacredness of life.
In their review of various cultures, Searight and Gafford identified cultural beliefs that would affect directly any EOL discussion within the Bosnian, Italian, Korean, and Native American communities. Bosnian Americans and Italian Americans have expressed the sense that "disclosure of illness [is], at minimum, disrespectful and more significantly, inhumane." 36 For Native Americans, disclosure of a terminal illness is perceived as negative, and within the Navajo culture it is discouraged as a form of negative thinking. 37 African Americans mistrust the healthcare system because of historical abuse and misuse they have experienced, 38, 39 and this may influence AD planning. Rhodes and colleagues have described African Americans' belief that EOL would deny treatment that would be provided to others 40 ; however, in a later publication, Rhodes and colleagues offered culturally sensitive strategies for ACP for African Americans. 41 Family members remain an important common factor in religious and ethnic groups; within the Japanese American community, if an individual is unable to choose an agent, making a group surrogate decision on EOL treatments is preferred. 42 
Physician Education
Physicians and medical students consistently report that knowledge of and skills in palliative care are important to good clinical care, but training opportunities are lacking or absent from their complete medical education. [43] [44] [45] Furthermore, discussion related to the code status of a hospitalized patient often is delegated to residents. During their initial stage of training, many residents lack the skills necessary for effective DNR discussion; moreover, they do not possess the primary care provider's knowledge of the patient and family members. Training in EOL discussions during medical school and residency can provide the structure necessary to allay the discomfort that is inherent in the initiation of this conversation. In addition, it can reduce apprehension in approaching an EOL discussion with the goal of obtaining or securing an AD document, DNR order, or a MOLST/ POLST form.
Having acknowledged the gap in knowledge and training, medical schools and residency programs have begun augmenting curricula with education concerning palliative care. [44] [45] [46] [47] The Brooklyn Hospital Center's Physician Communication Training Program focuses on the value of experiential education through the use of scripted role plays of physician interactions with patients and families that address key areas of communication in palliative care practice. 48 An intensive EOL/ACP training program for students and residents is feasible in the setting of medical school or a teaching hospital, but many practicing clinicians have never received this training. Seasoned practitioners often avail themselves of their own experience, continuing medical education courses, and/or medical articles to provide the structure necessary to initiate a conversation. A clinician should not hesitate to broach an ACP conversation because most individuals want to make their own decisions about their medical care.
When approaching a patient diagnosed as having a terminal or chronic disease, the clinician sensitively informs the patient of the diagnosis. The tone of the ensuing conversation depends on the patient's emotional response to this information. The conversation eventually gravitates to the prognosis and options, (ie, therapy and quality of life). The clinician explores the patient's wishes for future care and often the discussion evolves into the options available within an AD. The identification of a trusted agent also is addressed in the event of incapacitation. States have developed legally acceptable AD documents recognized by hospital staff and these factor into the hospital care plan. In the event of imminent death, an AD may stipulate a DNR option to avoid futile medical care. Circumstances may differ when there is <6 months of life expectancy. An individual can elect the limit of all aggressive therapy and opt for palliative care, often preferring to remain at home or in a nursing facility. Various states have addressed this situation with the development of the POLST and the MOLST. These detailed forms contain the doctor's orders that address the individual's wishes; and when emergency medical services are summoned to the home or nursing facility, they are obligated to follow these orders and to transport the patient to the hospital.
A conversation with a healthy individual regarding ACP should be handled sensitively and broached only when a practitioner has established a close relationship with his or her patient. It should be presented as a routine part of the medical visit. Stone and Tulsky reported that during a routine 20-minute office visit, many primary care physicians resist discussing EOL issues (eg, code status, need for HCPs). 49 Clinicians should accept that ACP should be undertaken in a routine discussion of the patient's health. 50, 51 Most states developed detailed guidance on completing AD forms by providing the issues to be considered. A "one size fits all" approach may not be totally effective. A practitioner should prepare steps to effectively approach as well as discuss ACP. Clinicians should adjust their discussions in ways that are specific to each individual. These discussions must be flexible so as to be personally relevant to each patient's cultural, religious, and racial backgrounds. With the large number of single-parent families, the discussion may need to be gender specific for a single mother who is the sole supporter of her family. 28 ACP should be presented to the patient as an educational component of a routine medical visit. Depending on the initial reception of the topic by the patient, it may be prudent to slowly introduce various stages of the process at subsequent visits. The educational objective is to establish an informed individual who understands the benefits of therapies in which recovery is possible, understands futile therapy when there is no chance of recovery, and can identify a trusted agent to carry out their wishes. When individuals understand the benefits of an AD, they will feel more comfortable because they have control of their future medical therapy. In addition, the AD helps the family to understand the individual's wishes; it can help eliminate the impact of confusion and discord within a family and provide useful guidance for all. Passive use of educational materials is insufficient; a one-to-one discussion between the individual and the clinician is a critical element of the process. 52 The following list provides guidance for the healthcare provider to effectively address ACP with patients: 56 Medical students and residents in training should have the opportunity to learn how to initiate and conduct these conversations. It particularly benefits residents from other countries who may not have had this formal education in medical school. In addition, it is pertinent to include EOL and ACP discussions on how to approach younger age groups and those in good health in the medical education curriculum. It can be construed as similar to routine advice on the adverse consequences of obesity or high blood pressure, which are preventable risks to public health.
Although some younger and middle-aged adults do not believe in the need for an AD, they may be asked to make EOL decisions for parents and grandparents. As such, even if some adults do not enact an AD, they still benefit from the education. Family involvement is paramount, and their lack of input could be disruptive for the medical care of a family member facing a terminal illness.
In the United States, the futility in intensive medical care is a public health concern that has raised the issue of the ethical use of resources. Ideally, education on ACP needs to occur in both the community and the clinical setting. The clinician provides the scientific information relative to an AD while simultaneously respecting the religious beliefs, as well as cultural, racial, and gender identities of individuals involved in the decision-making process. Without a structured program in place to address these various factors, medical students and residents are left to selfdevelop an approach that could be less than optimal. It could even aggravate the situation and cause the clinician to avoid altogether addressing the topic with patients.
The preplanning process is valuable, as outlined above. It benefits those in training as well as physicians in clinical practice. If an individual does not bring up ACP, the healthcare professional should initiate the conversation. The burden rests ultimately on the healthcare professional to provide the scientific information and guidance during an ACP conversation. Despite the benefits of completing an AD, frequently circumstances exist in which an individual chooses not to complete an AD; subsequently, the clinician must respect the rights of those individuals. 57 At this time, three questions remain unanswered, as follows:
1. Why, in spite of the purported benefits, is it still difficult to gain traction on AD within younger adult and healthy cohorts?
2. Even though Medicare reimburses for ACP, will insurance companies provide reimbursement to those younger than 65 years?
3. The American Bar Association's review of the Patient SelfDetermination Act noted that the law is applicable to medical care institutions, but not applicable to an individual doctor in private practice. In the United States, fear of litigation prompts unnecessary interventions and "defensive medicine"; this has been reported especially in high-risk medical specialties. 58 In the event of a catastrophic medical situation, could legal action be taken against a primary care provider who failed to discuss the advantages of an AD before the actual event?
Conclusions ACP is an integral part of an individual's health care. An AD allows a person to determine his or her future medical treatment, especially if he or she becomes incapacitated. To adequately broach and discuss the topic, clinicians should have in place a structured approach that provides education and guidance. Medical school and residency training programs should provide intensive sessions to explore various methods of discussing ACP. This conversation should be flexible and sensitive to an individual's religion, culture, and family. The process should not be limited to older adults or those with a diagnosed chronic/terminal disease; it should be offered to all adult age groups in a "normal" state of health.
